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Abstract 
Informed by a model of family role-redistribution derived from the Family Ecology Framework 
(Pedersen & Revenson, 2005), this study examined differences in two proposed psychological 
components of role-redistribution (youth caregiving experiences and responsibilities) between 
youth of a parent with illness and their peers from ‘healthy’ families controlling for the effects of 
whether a parent is ill or some other family member, illness type, and demographics. Based on 
self-report questionnaire data, four groups of Australian children were derived from a community 
sample of 2474youth (‘healthy’ family, n=1768; parental illness, n=336; other family member 
illness, n=254; both parental and other family member illness, n=116).  The presence of any 
family member with a serious illness is associated with an intensification of youth caregiving 
experiences relative to peers from healthy families. This risk is elevated if the ill family member 
is a parent, if more illnesses are present, and by certain youth and family demographics, and 
especially by higher caregiving responsibilities.  The presence of a family member, particularly a 
parent, with a serious medical condition has pervasive increased effects on youth caregiving 
compared to healthy families, and these effects are not fully accounted for by illness type, 
demographics or caregiving responsibilities. 
 
Key words: parental illness, family health, young carers, youth caregiving, youth adjustment 
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Based on estimates of the number of parents with a serious illness in Western societies, 5 
to 15% of youth (aged 4 - 18) are likely to have parents who suffer a serious medical condition 
(Barkmann et al, 2007; Sieh, Visser-Meily, & Meijer, 2013). According to the Family Ecology 
Framework (FEF; Pedersen & Revenson, 2005), an important pathway that links parental physical 
illness to family and youth wellbeing is the family role-redistribution that occurs when a parent 
has a serious medical condition. A central aspect of family role-redistribution is the redistribution 
of caregiving among children, referred to as youth caregiving. We argue that as related to youth 
caregiving, family role-redistribution consists of three interrelated components: behavioural 
caregiving tasks, a psychological sense of caregiving responsibilities, and broader psychosocial 
experiences associated with caregiving. Intensive youth caregiving may interfere with normal 
child development. Evidence suggests that higher youth caregiving is related to poorer mental 
health outcomes (Becker, 2007; Hunt, Levine & Naiditch, 2005; Levine, et al., 2005; Pakenham 
& Cox, 2012a). It is therefore important to identify caregiving circumstances that intensify or 
alleviate youth caregiving. This study examines the differential impacts on youth caregiving 
responsibilities and experiences of having a seriously ill parent in the household compared to 
those from a ‘healthy family’. Additionally we empirically extend the FEF by examining the 
comparative impact of seriously ill non-parental family members on youth caregiving and 
investigating health conditions beyond physical illness by comparing the impacts of mental illness 
and alcohol and drug problems to physical illness. 
Theoretical Background 
The FEF draws on general systems theory, human ecology and stress/coping theory, and 
describes a set of pathways through which parental illness affects youth wellbeing and family 
functioning. According to this framework, parental illness affects youth wellbeing and family 
functioning indirectly through various individual (e.g., youth coping strategies) and family-level 
mediators, including role-redistribution, the focus of the present research. Parental illness often 
necessitates altering household routines requiring the redistribution of roles among family 
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members. Figure 1 amplifies the role-redistribution component within the broader FEF. As 
illustrated, role-redistribution involves caregiving, a multidimensional construct that includes 
caregiving tasks, caregiving responsibilities and associated caregiving experiences.  
Caregiving tasks refer to specific caregiving activities that youth undertake, many of 
which are performed by youth who have “healthy parents” (e.g., shopping, cleaning), and are 
typically measured by checklists. Youth caregiving can be grouped into four categories: 
instrumental, personal-intimate, social-emotional, and domestic-household (Ireland & Pakenham, 
2010a; Joseph, Becker, Becker, & Regel, 2009). Most prior research has focused on this 
behavioural component of role-redistribution, whereas the present research focuses on the two 
psychological components; caregiving responsibilities and caregiving experiences.  
Caregiving responsibilities refer to the psychological sense of duty or responsibility 
related to roles involved in contributing to family functioning. As predicted by the above 
framework for understanding youth caregiving, caregiving responsibilities was shown to mediate 
the effects of parental multiple sclerosis on youth wellbeing (Pakenham & Cox, 2012a). Youth 
caregiving responsibilities produce a range of positive and negative psychosocial experiences, 
collectively referred to as caregiving experiences. Qualitative (Bursnall & Pakenham, 2013) and 
quantitative (Pakenham, Bursnall, Chiu, Cannon, & Okochi, 2006; Cox & Pakenham, 2014) 
evidence suggests that there are five empirically distinguishable caregiving experiences that all 
children potentially may experience: perceived maturity, worry about parents, global activity 
restrictions, study/work activity restrictions, and isolation. These more generic caregiving 
experiences are the focus of the present research. A subset of caregiving experiences more 
specific to caregiving that is intensified by parental illness may also emerge, including caregiving 
discomfort, isolation, guilt, and support and information needs (Cox & Pakenham, 2014). 
Conceptually, caregiving responsibilities thus refers to the psychological sense of responsibilities 
associated with the caregiving role as described by caregiving tasks, whereas the other caregiving 
experiences tap the factors that influence and maintain this young caregiver role. Caregiving 
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responsibilities and caregiving experiences have been operationalised by the Young Carer of 
Parents Inventory (YCOPI; Pakenham et al, 2006).  
As depicted in Figure 1, the psychological components of family role-redistribution are 
likely to be shaped by three sets of caregiving context variables: family health status (i.e., who in 
the family has an illness), the type of illness, and youth and family demographics. Regarding 
family health status, few studies have compared the caregiving experiences of youth who have an 
ill family member with those of their peers, despite the fact that youth in healthy families also 
engage in caregiving activities (Larson & Verma, 1999). Findings from the few comparison 
studies suggest that youth of a parent with illness report higher levels of caregiving than children 
of healthy parents and more adverse caregiving-related experiences (Hunt et al, 2005; Pakenham 
et al, 2006; Sieh et al, 2013; Yahav et al., 2005). However, few of these studies have identified 
whether another member of the household suffers from a serious health condition in either the 
control or the target groups, and if so, what impact this has. Hence, it is unclear whether 
differences in youth caregiving hold when it is a non-parent family member who is ill, or indeed 
if differences in caregiving increase when additional family members, as well as a parent, are ill. 
With respect to the type of illness present in a family member, most studies that have 
compared youth of a parent with illness and youth of healthy parents have focused on physical 
illness. Few studies have examined the comparative effects on youth caregiving of parental 
physical illness, mental disorders and alcohol and drug problems, and the effects of these 
conditions relative to youth from families where none of these health problems exist. Although 
evidence suggests that youth of parents with mental illness are at greater risk for adjustment 
problems than youth of parents with physical illness (Barkmann et al, 2007), few studies have 
examined differences in caregiving. Preliminary evidence suggests that youth of parental mental 
illness report more adverse caregiving experiences than youth of parental physical illness (Ireland 
& Pakenham, 2010b; Pakenham et al, 2006). Youth of parents with alcohol or drug problems 
compared with youth of healthy parents and parents with medical conditions also exhibit elevated 
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mental health problems (Johnson & Leff, 1999; Vidal et al., 2012). However, we found no 
published studies that examined similar comparisons on youth caregiving. Overall, there is a 
paucity of data on differences in caregiving experiences in youth across multiple parental illness 
types and in comparison with youth from families with no serious health conditions. 
Few studies have examined the effects of demographics on caregiving differences 
between youth of parents with illness and their peers with healthy parents. Findings are mixed 
with respect to associations between youth age and caregiving experiences. While some studies 
found older age was linked to greater caregiving and related adverse experiences (Ireland & 
Pakenham, 2010a; Joseph et al, 2009), others have found age to be unrelated to caregiving 
outcomes (Pakenham & Cox, 2012b; Bauman, Silver, Berman & Gamble, 2009). There are also 
mixed findings regarding the association between youth gender and caregiving. Several studies 
show that girls assume more caregiving tasks and report more adverse caregiving experiences 
than boys (Joseph et al, 2009; Pakenham & Cox, 2012b). However, some studies suggest that 
girls do more caregiving than boys on only some caregiving domains (Bauman et al., 2009), 
although there is no consistent pattern as to which caregiving areas they differ on. In addition, one 
study found more adverse caregiving impacts on boys than girls (Siskowski, 2006), and several 
studies have found gender to be unrelated to youth caregiving experiences (Pakenham et al, 2006; 
Ireland & Pakenham, 2010a). Other demographics that are implicated in youth caregiving 
include: socio-economic status, increased distance of household residence from areas of 
urbanisation, ethnicity, and single vs. dual parent households (Ireland & Pakenham, 2010a; Smyth 
et al., 2011).  
The Present Study 
This study investigates whether the caregiving experiences of Australian youth vary 
according to three caregiving contexts: who is ill in the family, the type of illness and 
demographics. The methodological limitations of prior group comparison research into the effects 
of parental illness on youth are addressed by employing an inclusive recruitment approach to 
          Youth Caregiving and Parental Illness           7 
 
 
 
access youth with a wider range of family health statuses, illness types, and caregiving contexts, 
and assessing a suite of caregiving experiences.  In view of limited prior similar research, the 
multiple design innovations of this study compared to past research, and the mixed findings 
concerning most of the focal variables, this study uses a primarily explorative approach guided by 
research questions which are summarised below. 
1. Research Question 1 (RQ1) concerns comparisons across different family health status groups: 
what are the comparative effects on youth caregiving for youth living with a seriously ill 
parent and another family member who is ill, compared to those living in a healthy family? 
Based on prior research and the pivotal caregiving role assumed by parents, it is predicted that 
youth with an ill parent will report greater levels of caregiving experiences than youth from 
families with an ill non-parent family member and youth from healthy families. 
2. Research Question 2 (RQ2) concerns the effects of illness type: what are the comparative 
effects on youth caregiving for youth living with a family member with different types of 
illnesses (physical, mental, or drug or alcohol related illness) to those in a healthy family?  
3. Research Question 3 (RQ3) concerns the effects of differences among groups on a wide range 
of demographics: do demographic variables significantly predict youth caregiving?  
4. Research Question 4 (RQ4): to what extent are differences in caregiving experiences among 
groups due to the varying demands of caregiving responsibilities?  
Method 
The study used a cross-sectional self-report questionnaire survey design, using primarily 
standardized measures. 
Participants, Recruitment and Procedures 
A total of 2429 youth aged 9 – 20 years were recruited from 130 schools in the state of 
Queensland, Australia. A two-step sampling method was used: first schools were approached and 
then youth were recruited from participating schools. Parent information sheets and permission 
forms were distributed to children in grades 5 to 12. Teachers distributed questionnaires and 
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information sheets in class groups to youth with parental permission and children completed the 
questionnaires in class. To diversify data collection youth were also recruited from church groups 
(n = 35), scouts (n = 23), university vacation care (n = 13), and a young carer association (n = 42). 
Ethical clearances for the recruitment of all samples were obtained from The University of 
Queensland and relevant institutions including Education Queensland and Catholic Education. A 
total of 2542 youth were recruited with 48 excluded due to extensive missing data and 20 
removed because of being under 9 years, leaving a total of 2474. Questionnaires required no 
identifying information, took 30 to 45 minutes to complete, and contained three sections. All 
participants completed Section I. Only those who had a parent with a serious health condition 
completed Section II, whereas participants with ‘healthy’ parents completed Section III, which 
consisted of face valid filler items that took the same amount of time to complete as Section II. 
See Table 1 for sample characteristics. 
Measures 
Family health status.  Respondents were asked to indicate whether any person in their 
home had a serious physical or mental health condition (“yes/no”). If “yes”, the respondent was 
asked to indicate from a list who had the health condition (with an “other” option and description 
of same). Responses were coded according to whether or not a parent had a serious health 
condition (labelled parental illness [PI], and coded 1 if they did, and 0 if they did not), and 
whether or not a non-parent family member in their home had a serious health condition (labelled 
other family member illness [OFMI] and again coded 1 and 0 respectively). A total of 71% (n = 
1768) reported no family member with a serious health condition, labelled ‘healthy family’ [HF], 
14% (n = 336) indicated a parent only with a serious health condition, 10% (n = 254) indicated a 
non-parent family member only with a serious health condition, and the remaining 5% (n = 116) 
reported both a parent and a family member other than a parent with a serious health condition. 
Non-parent family members who were ill included grandparents (n = 96, 3.9%) and siblings (n = 
99, 4.0%), with the remainder reporting some other family member or multiple categories. 
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Illness category. Following specifying their family health status, the 706 participants who 
reported a family member in their home had a serious health condition then indicated from a list 
the kind of health condition the person experienced. A “yes” or “no” response was required for 
each category. The list included physical illness (56.5%), physical disability (8.1%), mental 
illness (13.5%) and alcohol and/or drug problems (4.0%). A further 18% of respondents indicated 
multiple categories, most of which included physical illness as one category. Participants were 
also asked to name the health condition. Descriptions and names of the health problem did not 
always match the category indicated. Such responses were reallocated where it was clear. The 
final list of health problems was collapsed into three broad categories for which participants could 
still have reported multiple categories: physical illness or disability (81.4%), mental illness 
(22.7%), and alcohol and/or drug problems (8.4%), the latter is from here on referred to as 
substance problem. The three categories were dummy coded 1 if reported, and 0 otherwise.  
Relative disadvantage.  Based on home postcode, participants were allocated a relative 
socio-economic disadvantage score derived from 2006 Australian census data. The index requires 
each postcode to be allocated a percentile of relative socio-economic disadvantage as calculated 
by the Australian Bureau of Statistics (ABS, 2006), with 1% referring to areas with the greatest 
relative disadvantage. In this study, deciles were used by dividing the original score by 10.  
Remoteness. Participants’ postcodes were coded against the ABS geographical 
remoteness structures (ABS, 2011a). This classification allocates geographic areas into a series of 
structures that represent the distance from main urban centres in which social services can be 
accessed. The structure includes five remoteness categories: major cities (57.0%), inner regional 
areas which are outside of the boundaries of major cities or large provincial cities but can still 
have considerable levels of urbanisation (26.3%), outer regional areas, which are often rural and 
semi-rural in nature and are a considerable distance from large urban centres (13.6%), and remote 
(2.7%) and very remote areas (.5%), both of which are very far from areas of urbanisation. In this 
study, the latter two structures were combined into one category labelled ‘remote’. 
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National origins. An open-question asked respondents to identify their ethnic background. 
In the main respondents provided their national origins. The ABS standard classification of 
cultural and ethnic groups (ABS, 2011b) was used to guide the coding of responses. The final 
categorisation combined some participants: those who nominated US, UK or Canadian were 
combined given their relative cultural similarity; and a very small uncategorised group of 
participants from Arab and Central or South American countries (16 participants combined) was 
also used. Table 1 provides full sample characteristics. 
Information was obtained from youth on their age (via date of birth), gender, employment 
(“Do you have a paid part-time job”), dual vs. single parent family and number of siblings. 
Caregiving responsibilities and experiences. A revised six factor version of the Young 
Carer of Parents Inventory-Part A (YCOPI-R; Cox & Pakenham, 2014; original scale Pakenham 
et al, 2006) assessed caregiving responsibilities and experiences. The YCOPI-R-Part A measures 
generic youth caregiving responsibilities and experiences and, therefore, can be completed by all 
youth irrespective of family caregiving demands. All factors demonstrated satisfactory internal 
consistency using Cronbach’s alpha: Caregiving Responsibilities (8 items; e.g., My parent(s) 
relies on me to help them with household chores; α=.79), Perceived Maturity ( 4 items; e.g., I am 
more grown up and mature than others my age; α=.82), Worry About Parents (3 items; e.g., I 
always wonder if my parent (s) is/are safe; α=.85), Activity Restrictions Global (4 items; e.g., 
Helping my parent stops me from doing a lot of the things I want to do; α=.79), Activity 
Restrictions Study/Work (4 items; e.g., I sometimes miss school/work because I have to help my 
parents; α=.83), and Isolation (3 items; e.g., Other people do not understand me and my situation; 
α=.80). Items are rated on a 5-point scale (0 Strongly Disagree to 4 Strongly Agree). Thus, the 
dependent variables (DVs) for this study were the YCOPI Caregiving Responsibilities subscale 
and the five caregiving experience dimensions: Perceived Maturity, Worry About Parents, 
Activity Restrictions Global, Activity Restrictions Study/Work, and Isolation. 
Data Analysis Approach. 
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Apart from the 48 cases removed due to extensive missing data, with the exception of 
national origins, all remaining variables had less than 1% missing data. Such missing data was 
imputed using the expectancy maximization algorithm as implemented in SPSS V19 separately 
for the HF, PI and OFMI groups. For 2.7% of participants, national origins was not provided. Due 
to the variable being multinomial in structure, missing data on that variable was handled by using 
multiple imputation during empirical estimation.  
The main analyses, described below, were undertaken using linear multilevel modeling 
due to clustering of youth within 130 schools. The intraclass correlations (ICCs) for the six DVs 
ranged from .02 to .09. ICCs greater than .05 indicate that clustering should be accounted for in 
analyses: despite the ICC for three DVs not meeting this criterion, multilevel modeling was 
undertaken for all DVs for consistency of results. Two sets of sensitivity analyses were 
undertaken to check robustness of the results to data analytic choices. These were the use of OLS 
regression which ignored the effect of clustering, and OLS regression using cluster-based 
standard errors which corrects the standard errors of coefficients for the effects of clustering. All 
three sets of analyses gave the same pattern of results in terms of both significance levels and 
magnitude of coefficients. This indicates the results are robust to analytic technique used. Stata 
version 13 was employed for all substantive analyses.  
For each outcome variable, five models were tested.  The first model (M1 in Tables 3 and 
4) was an intercept only model, conducted to ascertain the need for multilevel modeling. As 
shown in Tables 3 and 4 (see columns labelled M1), the variance attributable to schools was 
small, and below 5% of the total variance for Worry about Parents, Isolation and Activity 
Restriction Global. The highest ICC was found for Caregiving Responsibilities, at 9%.  
The second model (M2) included only the two family health status dummy variables, PI 
and OFMI, and answered Research Question 1. As the HF group was scored 0 on both dummy 
variables, the regression intercept equalled the mean score on the outcome variable for the HF 
group. The regression coefficients for the PI and OFMI dummies provide a test of the mean 
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differences between the PI and OFMI family health status groups respectively and the HF group, 
while controlling for the presence of OFMI or PI respectively.  
In model 3 (M3), the three illness category dummy variables (physical, mental, substance) 
were entered into the regression, and addressed Research Question 2. Participants who scored 0 
on all three illness categories were the HF group. Thus in model 3, they were again the reference 
category. Coefficients on the illness category variables represent the impact of each illness type 
compared to youth from a healthy family, controlling for both the presence of the other illness 
types, and family health status.  
Since it is not possible for an illness to be present without a family member being ill, it is 
necessary to sum the effects of family health status and illness category to ascertain the true 
difference between HF youth and specific combinations of family health status and illness 
category. For example, the addition of the coefficients for PI and physical illness provides the 
estimated total effect on an outcome for youth living with a parent with a physical illness, 
compared to those living in a healthy family. For all analyses, such additive effects are tested for 
statistical significance using a Wald test statistic.   
In the fourth model (M4), the demographic variables were included, addressing Research 
Question 3. These variables were included in this model so that it would be apparent if they 
accounted for the effects of family health status, and illness category. The demographic variables 
were coded so as to assist with their interpretation. Specifically, a value of zero on the relevant 
demographic referred to a youth who was male, aged 9, did not work part-time, was from a single 
parent family, reported their national origins as Australian, lived in a major city, and resided in an 
area on the 50th percentile of relative disadvantage.  
The final model (M5) included scores from the YCOPI-A Caregiving Responsibilities 
subscale, thus addressing Research Question 4, and testing if youth caregiving experiences are 
attributable to increased caregiving responsibilities as a result of family illness. 
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Effect sizes for coefficients were calculated as standardized mean differences following 
suggestions outlined by Hedges (2007). This involves dividing the unstandardized coefficient by 
the total variance of the dependent variable as estimated in the intercept only model. 
Results 
The first model tested (M1 in Tables 3 and 4) was an intercept only model, conducted to 
ascertain the need for multilevel modeling. As shown in Tables 3 and 4 (see columns labelled 
M1), the variance attributable to schools was small, and below 5% of the total variance for Worry 
about Parents, Isolation and Activity Restriction Global. The highest ICC was found for 
Caregiving Responsibilities, at 9%.  
Model 2 included only family health status. Unstandardized regression coefficients and 
effect sizes using Hedges standardized mean differences are presented for each caregiving 
outcome in Tables 2 and 3 (M2). Results showed that PI was associated with significantly 
increased scores on all YCOPI scales compared to HF youth, as were OFMI youth for Isolation, 
Caregiving Responsibilities and the two Activity Restriction outcomes. Using Cohen’s (1988) 
effect size conventions, effect sizes for PI on the significant outcomes ranged from small (.25) to 
moderate (.37), but were uniformly small for OFMI (range .15 to .27). For four outcomes the 
effect of PI was significantly stronger than for OFMI, but effect sizes were uniformly small: 
Worry about Parents: F(1, 2470)=11.23, p<.001, d=.27; Perceived Maturity: F(1, 2470)=8.45, 
p<.01, d=.24; Caregiving Responsibilities: F(1, 2470)=6.11, p<.01, d=.20; and Activity 
Restrictions Study/Work: F(1, 2470)=4.74, p<.05, d=.17. 
Illness type was included in model 3. Tables 2 and 3 (M3) present the multilevel 
modeling results, and the additive effects of family health status and illness category compared to 
HF youth are presented in the columns headed M3 in Table 4. The additive effects indicate that PI 
youth reported significantly elevated caregiving experiences on all measures compared to HF 
youth, irrespective of the type of illness. The only exception from this pattern was for Perceived 
Maturity, for which there was no significant difference between PI and HF youth when the parent 
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had a substance problem. OFMI youth reported significantly increased Caregiving 
Responsibilities, Isolation, and greater Activity Restrictions than did HF youth, and as with PI 
youth, irrespective of illness type. There was no difference between OFMI youth with any illness 
type and HF youth on Worry about Parents or Perceived Maturity. For three DVs the effect of PI 
was significantly stronger than for OFMI: (Worry about Parents: F(1, 2468)=8.56, p<.01, d=.24; 
Perceived Maturity: F(1, 2468)=6.66, p<.01, d=.19; Caregiving Responsibilities: F(1, 
2468)=3.94, p<.05, d=.15). These differences between PI and OFMI youth were reflected across 
all illness types, although there were no significant differences among illness categories.  
 Results show that not only parental illness, but also the presence of another seriously ill 
family member impacts youth caregiving experiences and responsibilities, even when controlling 
for the effects of having an ill parent. Further, the effects are more pronounced for PI youth than 
for OFMI youth on several DVs, including Caregiving Responsibilities. No significant 
differences were found between the effects of illness type. 
In model 4 (see Tables 2 and 3, M4), the youth and family demographics were added, 
which significantly increased the model Chi square for all DVs. Four variables demonstrated 
significant effects across a range of DVs. First, family structure had a consistent effect such that 
youth from single parent families reported higher scores on all DVs than did those from dual 
parent families. Regarding gender, compared to girls, boys reported higher scores on Perceived 
Maturity, Caregiving Responsibilities, and both Activity Restrictions subscales. Regarding age, 
younger, compared to older, youth reported increased scores on Worry about Parents and, 
Caregiving Responsibilities, but older youth reported higher levels of Perceived Maturity. 
National origins also evidenced a consistent pattern across the DVs, in that compared to 
Australian youth, Asian and African children reported increased scores on nearly all DVs; there 
was no significant difference on work or study related Activity Restrictions for Asian youth. Of 
interest was the impact of the demographics on the magnitude of the effects associated with 
family health status and illness category, and particularly on their additive effects (see columns 
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headed M4 in Table 4). No coefficients were significantly different from those found in the prior 
regression analyses that did not include demographics, and indeed, only a small reduction in 
magnitude of many of the additive coefficients was observed. 
For three DVs the effect of PI remained significantly stronger than for OFMI: Worry 
about Parents: F(1, 2451)=8.16, p<.01, d=.24; Perceived Maturity: F(1, 2451)=5.28, p<.05, 
d=.19; and Caregiving Responsibilities: F(1, 2451)=4.06, p<.05, d=.15. The differences between 
PI and OFMI youth were reflected across illness types, although there were no significant 
differences among illness categories. Thus, while some demographics were significant, they did 
not explain the differential impact due to who in the family had a serious health condition. 
For the final model (M5), Caregiving Responsibilities was included in the regressions for 
the other five YCOPI-R-A subscales, addressing Research Question 4. The purpose of this model 
was to test the degree to which Caregiving Responsibilities further accounted for the effects 
explained by family health status and illness categories over and above that already explained by 
the demographics introduced in model 4. As shown in Tables 2 and 3 (M5), Caregiving 
Responsibilities was significantly associated with all DVs with effect sizes uniformly large, 
ranging from .46 for Worry about Parents to .75 for Activity Restrictions Study/Work. 
Additionally, as shown in the columns headed M5 in Table 4, with the inclusion of Caregiving 
Responsibilities, the size of the additive effects decreased universally across the other caregiving 
experiences. Statistically significant decrements in the size of the additive effects were found for 
all DVs for PI with a physical illness, and for most Activity Restriction effects for parental illness 
irrespective of the illness type, and for Work/study Activity Restrictions for OFMI with the 
presence of either physical illness or substance problems. With the addition of Caregiving 
Responsibilities, only one difference between PI and OFMI remained significant, and that was for 
Worry about Parents (F(1, 2450)=4.83, p<.05, d=.17).  
As many of the demographics entered in M4 are likely to operate as proxies for family 
support, Caregiving Responsibilities would be expected to impact on them. Results were 
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somewhat mixed, with the magnitude of the effects of some demographics increasing, some 
decreasing and some exhibiting little change. Across all DVs, the inclusion of Caregiving 
Responsibilities decreased the magnitude of the effects associated with single parent families and 
for Asian and African youth. Regarding gender, the magnitude of the effects were increased for 
Worry about Parents and Isolation and decreased for Perceived Maturity, and Activity 
Restrictions. These findings suggest the impacts of these demographics are in part associated with 
the caregiving role of youth, although in potentially complex ways. Overall, these results 
regarding demographics and the large reductions in additive effects reported in Table 4 indicate 
that caregiving responsibilities plays a significant role in shaping related caregiving experiences, 
thus supporting the central role of this variable in caregiving and its impact on youth. 
Discussion 
In general, findings support the role of the caregiving context variables, family health 
status and demographics, in shaping the psychological components of family role-redistribution, 
caregiving responsibilities and experiences, and the distinct effects of caregiving responsibilities 
on caregiving experiences. However, the caregiving context variable illness type did not have 
differential effects on youth caregiving. Regarding family health status, results show that youth 
caregiving experiences and responsibilities intensify when any family member is ill, however as 
predicted, this is particularly the case when he or she is a parent. Caregiving experiences and 
responsibilities are most intensified when the family member has more than one type of illness. 
The introduction of demographics demonstrated that caregiving experiences and responsibilities 
are further intensified under particular conditions, and for particular types of youth. Finally, the 
associations between family illness and demographics on the one hand, and caregiving 
experiences on the other, are significantly and substantially explained by the increased caregiving 
responsibilities of youth in families where a member has a serious medical condition. Together, 
these findings addressed four research questions which are elaborated in turn. 
Research Question 1: Impact of family member health status on youth caregiving  
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As predicted, when compared to youth of healthy families, youth of parents with a serious 
medical condition reported increased scores across all caregiving domains. This finding supports 
previous studies comparing these two groups of youth (Hunt et al, 2005; Sieh et al, 2012; Yahav 
et al., 2005), with the added strength of the current study including a sample of youth from more 
diverse caregiving experiences. The effect sizes, however, were generally small and at most, 
moderate. In addition, OFMI youth also reported significantly increased scores on most of the 
caregiving domains, although the effect sizes were smaller than those found for PI youth, and 
sometimes markedly so. Indeed, PI youth generally reported significantly more intense caregiving 
experiences and responsibilities than did OFMI youth, albeit the effect sizes of those differences 
were generally small. The effects of PI and OFMI are additive; youth with both an ill parent and 
another ill family member reported the most elevated caregiving experiences across four domains. 
Taken together, these results indicate that youth of ill parents are susceptible to greater 
intensification of caregiving experiences and responsibilities than are those from a healthy family, 
and that with additional ill family members, caregiving impacts increase further. 
Research Question 2: Impacts of illness type on youth caregiving 
Results indicate that there was no significant difference between the illness categories in 
their effects on youth caregiving. This was somewhat surprising, as it might be expected that 
mental illness and substance problems have a stronger impact on youth caregiving than physical 
illness (Ireland & Pakenham, 2010b). Part of the explanation for there being no difference may lie 
in the fact that relatively few youth reported the presence of substance problems. Hence, although 
the absolute magnitude of the regression coefficients associated with mental illness and substance 
problems in particular appeared somewhat larger than those associated with the other two illness 
types, their standard errors were also larger, primarily due to the small sample from which they 
were estimated. Whether or not youth caregiving experiences and responsibilities vary according 
to illness type remains unclear; larger samples of youth undertaking caregiving activities for 
family members with substance related or mental illness are required.  
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Research Question 3: Impacts of demographics on youth caregiving  
Regarding the effects of demographics, youth caregiving is further intensified under 
particular conditions (single parent families), and for particular types of youth (boys, younger 
children, and youth from Asian and African families). Other studies have also shown that single-
parent family status, being male and younger, and identification with an ethnic minority are 
associated with greater caregiving (Ireland & Pakenham, 2010a; Siskowski, 2006; Smyth et al., 
2011). Despite the statistical significance of several demographics, these had little impact on the 
magnitude of the additive effects of family health status and illness type. The demographics 
selected were those that were most likely to be implicated in affecting the services and resources 
available to the family. The evidence, however, does not speak to these variables accounting for 
the relationship between family illness and youth caregiving; rather the effects of these structural 
and demographic variables appear to be independent of family health status. However, the 
demographics assessed in this study do show significant relationships with youth caregiving, 
suggesting that they capture relevant structural and individual difference variables.  
Research Question 4: Effects of caregiving responsibilities on caregiving experiences  
Caregiving Responsibilities was a strong predictor of other caregiving experiences, and 
accounted for a substantial proportion of the relationship between family illness and related 
caregiving experiences. The inclusion of Caregiving Responsibilities also reduced the magnitude 
of the impacts of family structure, gender, age and national origins. The YCOPI Caregiving 
Responsibilities subscale gauges the sense of duty or responsibility related to roles involved in 
undertaking youth caregiving tasks that contribute to family functioning. Hence, it appears that a 
sizeable proportion of the effects of family illness and the differential effects of some 
demographics on caregiving experiences are accounted for by the youth’s sense of responsibility 
related to performing caregiving tasks.  
Regarding the amplified conceptualisation of the role-redistribution component of the 
FEF depicted in Figure 1, findings support the role of family health status and demographics as 
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contextual caregiving variables that shape the psychological facets of role-redistribution; 
caregiving responsibilities and experiences. Findings did not support the role of parental illness 
type as a contextual caregiving variable that differentially impacts the psychological facets of 
role-redistribution, although given the limitations regarding illness type these results should be 
considered preliminary. Findings also demonstrate that caregiving responsibilities is a potent 
predictor of broader caregiving experiences. The psychological sense of duty and responsibility in 
caregiving appears to play a key role in youth caregiving as evident from the results showing that 
it weakened the associations between family health status and demographics and the caregiving 
experience domains. These findings are consistent with those that show that higher caregiving 
responsibilities have direct and indirect adverse effects on youth mental health in the context of 
parental illness (Pakenham & Cox, 2012a). 
Regarding public health implications, youth caregiving is relevant to a range of sectors 
(e.g., education, health, employment and training) which should be sensitised to the needs of 
youth living in a family where a member has a serious health condition. Findings point to 
important risk factors that could identify youth who may experience high caregiving burden, and 
who are therefore at greater risk for mental health problems, and who should receive targeted 
support services. A suite of support options should be available; those that target children 
themselves (e.g., Coles, Pakenham & Leech, 2007; Frazer & Pakenham, 2008), parents, and the 
whole family. Findings suggest that supports which reduce youth caregiving responsibilities are 
particularly important (e.g., flexible care services for ill parents). 
Study limitations include non-random sampling, the lack of school dropout data, the 
absence of data on family member illness and duration, and a cross-sectional design which cannot 
clarify causal directions among variables. As noted above, the sample sizes for parental mental 
illness and substance problem groups were relatively small leading to low power in tests 
associated with those illness categories. A robust test of family illness vs. illness type requires 
balanced data with all illness types well distributed across all family members. Another limitation 
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was the necessity of collapsing sometimes quite disparate illness categories into the same 
category. The risk is that there are significant differential effects associated with some specific 
illnesses that were thus ‘averaged’ out in the larger category. Future research should explore the 
potential differential effects of specific illness types on youth caregiving using larger illness 
subgroups. Model testing research should further explore the relations between the caregiving 
contexts and the proposed facets of role-redistribution and how these, in turn, relate to other 
individual and family level moderators and youth adjustment in the FEF (see Figure 1). 
 The presence of a family member, particularly a parent, with a serious medical condition 
has pervasive increased effects on a range of youth caregiving experiences compared to healthy 
families, and these effects are not fully accounted for by illness type, demographics or caregiving 
responsibilities. The caregiving contexts defined by who in the family is ill and demographics, 
and the caregiving responsibilities facet of family role-redistribution each have independent 
effects on youth caregiving experiences. Of these, caregiving responsibilities accounts for the 
largest portion of the effects of family illness on caregiving experiences. Results show that youth 
living in a household where any family member has a serious medical condition report higher 
levels of a range of caregiving experiences than youth living in a household where no family 
member has an illness. Findings point to a profile of factors that intensify youth caregiving 
experiences. These experiences are intensified if the ill family member is a parent, relative to an 
ill non-parent family member, and if more illnesses are present. This intensification of caregiving 
experiences holds even when caregiving responsibilities and demographics are considered. 
However, youth caregiving responsibilities and some demographics can further heighten youth 
caregiving experiences, with caregiving responsibilities being a particularly potent predictor.   
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Table 1. Demographics of sample and means and standard deviations for dependent variables. 
Variable Healthy 
Family 
(1768) 
Ill Parent 
(336) 
Other Ill 
Non-parent 
Family 
Member 
(254) 
Ill Parent + 
Other Ill 
Family 
Member 
(116) 
Illness Type
  
    
Physical %  79 80 91 
Mental %  23 20 29 
Substance %   10 2 17 
Age years M (SD) 12.42 (2.13) 12.69 (2.56) 12.16 (2.14) 12.83 (2.45) 
Gender % male/female 40 /60 37 / 63 36 / 64 38 / 62 
Remoteness
 
    
Major city % 57 57 56 56 
Inner Regional %
 
26 24 27 31 
Outer Regional %
 
13 16 15 12 
Remote %
 
3 3 2 1 
Relative Disadvantage Percentile 63 56 61 55 
Work % 15 15 11 20 
Single or dual parent family % 17 29 27 26 
Number of family members n 4.8 4.9 5.0 5.7 
National origins     
Australian % 72.0 74.1 77.8 78.1 
Aboriginal & Torres Strait Islander 
%
 
2.6 4.4 4.1 7.0 
Oceania islands %
 
1.0 1.3 .8 .9 
New Zealand %
 
2.5 1.6 2.5 2.6 
 US, UK,  Canada %
 
5.9 5.7 7.4 4.4 
European %
 
6.7 7.3 4.5 3.5 
Asian %
 
5.5 3.5 2.1 3.5 
African %
 
2.9 1.9 .5 0.0 
Miscellaneous %
 
.8 .3 .5 0.0 
     
YCOPI     
Worry about Parents M (SD) 2.09 (1.05) 2.48 (0.99) 2.20 (1.00) 2.51 (1.05) 
Perceived Maturity M (SD) 1.94 (0.89) 2.20 (0.98) 1.97 (0.88) 2.17 (0.93) 
Isolation M (SD) 1.47 (1.08) 1.94 (1.12) 1.85 (1.05) 2.06 (1.09) 
Activity Restrictions Study/Work M 
(SD) 
0.81 (0.79) 1.17 (0.94) 1.01 (0.80) 1.26 (1.03) 
Activity Restrictions Global M 
(SD) 
1.42 (0.90) 1.73 (0.92) 1.68 (0.88) 1.79 (1.01) 
Caregiving Responsibilities M (SD) 1.29 (0.78) 1.60 (0.83) 1.42 (0.79) 1.77 (0.83) 
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Table 2. Multilevel modeling coefficients and effect sizes for predicting worry about parents, perceived maturity and isolation from family health, illness type and 
demographics 
VARIABLES  Worry about Parents   Perceived Maturity   Isolation  
Family Illness
a 
M1 M2 M3 M4 M5 M1 M2 M3 M4 M5 M1 M2 M3 M4 M5 
  B (d) B (d) B (d) B (d)  B (d) B (d) B (d) B (d)  B (d) B (d) B (d) B (d) 
PI  .36
***
 .14 .15 .07  .23
***
 .00 .00 -.07  .40
***
 .04 .06 -.03 
  (.34) (.13) (.14) (.07)  (.25) (.00) (.00) (.08)  (.36) (.04) (.05) (.03) 
OFMI  .07 -.11 -.10 -.11  .01 -.20
*
 -.17 -.18
*
  .30
***
 .02 .06 .05 
  (.07) (.10) (.10) (.10)  (.01) (.22) (.19) (.20)  (.27) (.02) (.05) (.05) 
Illness Type
a 
               
Physical   .21 .20 .14   .28
**
 .27
**
 .22
*
   .32
**
 .29
*
 .22
*
 
   (.20) (.19) (.13)   (.31) (.30) (.24)   (.29) (.26) (.20)
 
 
Mental   .26
*
 .23
*
 .15   .25
*
 .18 .11   .44
***
 .33
**
 .25
*
 
   (.25) (.22) (.14)   (.27) (.20) (.12)   (.40) (.30) (.23) 
Alcohol or drug related    .24 .20 .08   .06 .04 -.07   .60
***
 .57
***
 .44
**
 
   (.23) (.19) (.08)   (.07) (.04) -(.08)   (.55) (.52) (.40) 
Demographics                
Age    -.03
*
 -.01    .04
***
 .05
*
    .02 .03
***
 
    (.03) (.01)    (.04) (.05)    (.02) (.03) 
Gender
b 
   .02 .12
**
    -.08
*
 .01    -.03 .08
*
 
    (.02) (.11)    (.09) (.01)    (.03) (.07) 
Remoteness
c 
               
Inner Regional
 
   -.00 -.00    -.00 -.00    -.00 -.00 
    (.00) (.00)    (.00) (.00)    (.00) (.00) 
Outer Regional
 
   .05 .04    -.00 -.01    -.04 -.06 
    (.05) (.04)    (.00) (.01)    (.04) (.05) 
Remote
 
   .12 .10    .09 .08    .07 .05 
    (.11) (.10)    (.10) (.09)    (.06) (.05) 
Relative Disadvantage
d 
   .27
*
 .27
*
    .03 .02    .17 .16 
    (.26) (.26)    (.03) (.02)    (.15) (.15) 
Work
e 
   .05 .01    .09 .05    .11 .06 
    (.05) (.01)    (.10) (.05)    (.10) (.05) 
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Single or dual family
f 
   -.26
***
 -.17
***
    -.18
***
 -.10
*
    -.37 -.27
***
 
    (.25) (.16)    (.20) (.11)    (.34) (.25) 
Number of family members   .02 .01    .02 .01    -.01 -.02 
    (.02) (.01)    (.02) (.01)    (.01) (.02) 
National origins
g 
               
ATSI
 
   .18 .17    -.16 -.17    -.11 -.13 
    (.17) (.16)    (.18) (.19)    (.10) (.12) 
Oceania islands
 
   .52
*
 .31    .09 -.10    .07 -.16 
    (.50) (.30)    (.10) (.11)    (.06) (.15) 
NZ
 
   .26 .13    .21 .10    .36 .23 
    (.25) (.12)    (.23) (.11)    (.33) (.21) 
 US UK  Can
 
   .05 .08    .07 .10    .14 .18
*
 
    (.05) (.08)    (.08) (.11)    (.13) (.16) 
European
 
   .08 .03    .11 .06    .07 .02 
    (.08) (.03)    (.12) (.02)    (.06) (.02) 
Asian
 
   .27
**
 .10    .37
***
 .23
**
    .30 .12 
    (.26) (.10)    (.41) (.25)    (.27) (.11) 
African
 
   .30
*
 .16    .39
***
 .28
*
    .49 .33
*
 
    (.29) (.15)    (.43) (.31)    (.45) (.30) 
Miscell
 
   .21 .08    -.09 -.19    -.23 -.37 
    (.20) (.08)    (.10) (.21)    (.21) (.34) 
Care Responsibilities     .48
***
     .43
***
     .53
***
 
     (.46)     (.47)     (.48) 
Constant  2.12
***
 2.11
***
 2.30
***
 1.57
**  1.97
***
 1.96
***
 1.88
***
 1.24
***
  1.49
***
 1.48
***
 1.77
***
 .97
***
 
VarB .03 .03 .03 .01 .01 .04 .03 .03 .02 .01 .02 .02 .02 .01 .00 
VarW 1.06 1.05 1.05 1.03 .90 .79 .78 .78 .76 .66 1.18 1.15 1.14 1.10 .95 
Model Chi2  46.54 53.02 123.42
1 
514.51  23.47 33.12 113.74 533.14  82.94 106.46 199.54 658.03 
Model df  2 5 22 23  2 5 22 23  2 5 22 23 
* p<.05, ** p<.01, *** p<.00146 
Notes: B =  unstandardized regression coefficients; d =  Effect sizes represented by standardized mean differences; a = HF or no illness in family is the reference group;  b= male is 
the reference category;  c = Major city is the reference category; d = deciles, centred at 50%tile; e = working part time is the reference category;  f = single family is the reference 
category; g = Australian is the reference category.VarB = Residual variance at school level; VarW = Residual variance at child level. M1 to M5 refer to models 1 to 5 respectively. 
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Table 3. Multilevel modeling coefficients and standardized mean differences for predicting activity restriction and caregiving responsibilities from family health, 
illness type and demographics. 
VARIABLES  Activity Restrictions Study/Work  Activity Restrictions Global   Caregiving Responsibilities  
Family Illness
a 
M1 M2 M3 M4 M5 M1 M2 M3 M4 M5 M1 M2 M3 M4  
  B (d) B (d) B (d) B (d)  B (d) B (d) B (d) B (d)  B (d) B (d) B (d) 
PI  .31
***
 .03 .04 -.07  .24
***
 .06 .07 -.02  .28
***
 .13 .15 
  (.37) (.04) (.05) (.08)  (.26) (.07) (.08) (.02)  (.35) (.16) (.19) 
OFMI  .16
***
 -.07 -.06 -.09  .20
***
 .05 .07 .05  .12
**
 .00 .03 
  (.19) (.08) (.07) (.11)  (.22) (.05) (.08) (.05)  (.15) (.00) (.04) 
Illness Type
a 
              
Physical   .29
**
 .28
**
 .21
*
   .19 .17 .11   .13 .12 
   (.34) (.33) (.25)   (.21) (.19) (.12)   (.16) (.15) 
Mental   .25
**
 .21
*
 .11   .18 .11 .04   .18
*
 .16 
   (.30) (.25) (.13)   (.20) (.12) (.04)   (.22) (.20) 
Alcohol or drug related    .38
**
 .35
**
 .19   .25 .22 .10   .28
*
 .25
*
 
   (.45) (.41) (.23)   (.27) (.24) (.11)   (.35) (.31) 
Demographics               
Age    .01 .04
***
    .02 .03
***
    -.02
*
 
    (.01) (.04)    (.02) (.03)    (.02) 
Gender
b 
   -.25
***
 -.13
***
    -.23
***
 -.13
***
    -.19
***
 
    (.30) (.15)    (.25) (.14)    (.24) 
Remoteness
c 
              
Inner Regional
 
   -.00 -.00    -.00 -.00    .00 
    (.00) (.00)    (.00) (.00)    (.00) 
Outer Regional
 
   .03 .01    -.05 -.06    .05 
    (.04) (.01)    (.05) (.07)    (.06) 
Remote
 
   .08 .07    .02 -.00    .04 
    (.09) (.08)    (.02) (.00)    (.05) 
Relative Disadvantage
d 
   .12 .16
*
    .17 .17    -.00 
    (.14) (.19)    (.19) (.19)    (.00) 
Work
e 
   .08 .02    -.01 -.05    .09 
    (.09) (.02)    (.01) (.05)    (.11) 
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Single or dual family
f 
   -.21
***
 -.09
**
    -.27
***
 -.18
***
    -.19
***
 
    (.25) (.11)    (.29) (.20)    (.24) 
Number of family members   .02
*
 .01    .01 .01    .02 
    (.02) (.01)    (.01) (.01)    (.02) 
National origins
g 
              
ATSI
 
   .11 .08    .03 .00    .04 
    (.13) (.09)    (.03) (.00)    (.05) 
Oceania islands
 
   .03 -.25    .05 -.18    .43
**
 
    (.04) (.30)    (.05) (.20)    (.54) 
NZ
 
   .20 .03    .19 .06    .27
**
 
    (.24) (.04)    (.21) (.07)    (.34) 
 US UK  Can
 
   -.00 .05    .02 .06    -.07 
    (.00) (.06)    (.02) (.07)    (.09) 
European
 
   -.02 -.09    .09 .02    .11 
    (.02) (.11)    (.10) (.02)    (.14) 
Asian
 
   .02 -.18
**
    .19
*
 .01    .31
***
 
    (.02) (.21)    (.21) (.01)    (.39) 
African
 
   .25
*
 .10    .20 .06    .25
*
 
    (.30) (.12)    (.22) (.07)    (.31) 
Miscell
 
   -.29 -.46
**
    -.30 -.42
*
    .21 
    (.34) (.55)    (.33) (.46)    (.26) 
Care Responsibilities     .63
***
     .50
***
     
     (.75)     (.55)     
Constant  .84
***
 .83
***
 .96
***
 .02  1.45
***
 1.44
***
 1.67
***
 .94
***
  1.30
***
 1.29
***
 1.44
***
 
VarB .04 .03 .03 .02 .00 .03 .03 .02 .02 .00 .06 .05 .05 .04 
VarW  .67 .65 .65 .63 .41 .81 .80 .79 .77 .63 .59 .58 .57 .55 
Model Chi2  69.50 85.97 196.90 1728.68  46.18 52.26 144.76 753.94  59.39 68.09 170.50 
Model df  2 5 22 23  2 5 22 23  2 3 22 
* p<.05, ** p<.01, *** p<.001 
Notes: B =  unstandardized regression coefficients; d =  Effect sizes represented by standardized mean differences; a = HF or no illness in family is the reference group;  b= male is 
the reference category;  c = Major city is the reference category; d = deciles, centred at 50%tile; e = working part time is the reference category;  f = single family is the reference 
category; g = Australian is the reference category.VarB = Residual variance at school level; VarW = Residual variance at child level. M1 to M5 refer to models 1 to 5 respectively. 
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Table 4. Tests of additive effects of family health status and type of illness.  
Additive effect Worry about Parents Perceived Maturity  Isolation 
 M3 M4 M5  M3 M4 M5  M3 M4 M5 
PI + Physical .35*** .35***
a 
.21***
a 
 .28*** .27***
c 
.15**
c 
 .36*** .35***
d 
.19**
d 
PI + Mental .40*** .38*** .22**  .25** .18* .04  .48*** .39*** .22* 
PI + Substance .38** .35* .15  .06 .04 -.14  .64*** .63*** .41** 
            
OFMI + Physical .10 .10 .03  .08 .10 .04  .34*** .35*** .27*** 
OFMI + Mental .15 .13 .04  .05 .01 -.07  .46*** .39*** .30** 
OFMI + 
Substance 
.13 .10
 
-.03
 
 -.14 -.13 -.25*  .62*** .63*** .49*** 
            
 Activity Restrictions Work/Study Activity Restrictions Global  Caregiving 
Responsibilities 
 
 M3 M4 M5  M3 M4 M5  M3 M4  
PI + Physical .32*** .32***
e 
.14***
e 
 .25*** .24***
j 
.09
j 
 .26*** .27***  
PI + Mental .28*** .25**
f 
.04
f 
 .24** .18*
k 
.02
k 
 .31*** .31***  
PI + Substance .41*** .39***
g 
.12
g 
 .31* .29*
 
.08
 
 .41*** .40***  
            
OFMI + Physical .22*** .22***
h 
.12**
h 
 .24*** .24*** .16**  .13* .15**  
OFMI + Mental .18* .15 .02  .23**
 
.18*
 
.09  .18* .19*  
OFMI + 
Substance 
.31** .29*
i 
.10
i 
 .30* .29* .15  .28* .28*  
Notes: M3, M4 and M5 refer to models 3 to 5 respectively. 
Coefficients with the same superscript across regressions for an outcome differ significantly from each other, p < .05 
* p < .05; ** p < .01; *** p < .001. 
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